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Welcome 
to the Spring issue of Foundation Quarterly! 

In this issue, we wanted to honor the countless parents, families and caregivers 
in our community who have embarked on the epilepsy journey with their loved 
ones. The pandemic has taught us many things; one of which is how essential 
caregiving and caring for someone is to the fabric of our society. That is 
especially true for people in the epilepsy community.

While caregivers give of their time willingly and lovingly, caring for someone 
with a chronic condition can be overwhelming and at times, stressful. Yet, these 
caregivers play a vital role in the physical and emotional well-being of their loved 
ones. That is why in this issue of the Foundation Quarterly we are sharing stories 
that show the incredible compassion and strength of people who care for others 
with epilepsy.

Our cover story is Iman Lewis Marshall; although everyone knows Iman as 
the cornerback for the Baltimore Ravens, not a lot of people know of his 
little brother ’s epilepsy journey. Yasa’s personal essay chronicles her journey 
accepting and embracing her fiancé’s epilepsy. And then there is Kim, a mom 
juggling virtual learning and four children, two of whom have a genetic form of 
epilepsy. Finally, Nikki’s story highlights her ongoing efforts to pass legislation to 
effect change for her 12-year-old son who lives with epilepsy. 

Whether it is dealing with the day-to-day demands of making sure medications 
are taken on time, administering first aid during seizures, going to appointments 
with healthcare providers, or engaging in advocacy, these caregivers give it their 
all to support their loved ones in this journey.  

I hope you will enjoy reading these amazing journeys and join me in sharing their 
stories.
 

 
 

 
 

LETTER FROM THE CEO 

Laura Thrall  
President & CEO



mailto:media@efa.org
https://facebook.com/epilepsyfoundationofamerica
https://twitter.com/epilepsyfdn
https://instagram.com/epilepsyfdn
https://epilepsy.com/
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When Kim Nye started her nonprofit 
organization, TESS Research 
Foundation, there was not a lot of 
information about the rare type of 
epilepsy that affected two out of 
her four children. Her 17-year-old 
daughter, Tessa, and her 7-year-old 
son, Colton, both have a rare form of 
genetic epilepsy caused by mutations 
in the SLC13A5 gene. Shortly after 
her birth, Tessa began having status 
seizures, a common occurrence in 
babies with SLC13A5 Epilepsy. Her 
seizures were difficult to control with 
seizure medications, and the family 
found themselves in the emergency 
room often, trying to stop her life-
threatening seizures. Tessa also 
experienced developmental delays in 
motor control, speech, and cognition. 
 
“We spent 10 years looking for the 
cause of her seizures,” said Kim. “Yet, 
despite having so many seizures, 
doctors couldn’t figure out what was 
going on. And it did not help that her 
brain MRI and even her EEG looked 
normal in between seizures. It was a 
mystery.” 

At that time, there were not a lot 
of genes that were associated with 
epilepsy, so the Nye family decided to 
have more children and along came two 
more girls, both of whom are healthy. 
Seven years ago, Kim and her husband 
decided to try again for another child 
and had Colton. Like Tessa, Colton 
began experiencing seizures shortly 
after birth, but other than Tessa, there 
was no family history of a seizure 
disorder. Tessa and Colton were among 
the first in the world to be diagnosed 
with SLC13A5 Epilepsy.  

Kim and her husband are both carriers 
of SLC13A5 mutations, but two copies 
of the mutated gene must be inherited 
in order for a baby to have this type 
of genetic epilepsy. Such was the 
case for Tessa and Colton. In 2015, 
the family launched their foundation 
to fund research to better understand 
SLC13A5 Epilepsy and to accelerate the 
development of treatments and cures. 

Balancing Virtual Learning and Two 
Children with a Rare Epilepsy 

Pictured: Tessa.  
Photo courtesy of  
the Nye Family  

FEATURE STORY 

Pictured: Colton  
Photo courtesy of  
the Nye Family  
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					     PERSONAL ESSAY
Our rock music was turned on to a loud, but 
tolerable volume. But I got no response from 
Yuri, even acknowledging that he had heard 
me. I walked halfway down the stairs, while the 
guys were dispersed zoning out on their own 
individual projects, joking aloud with each other. 
The strangest thing is that I know he heard me 
calling his name. I called out twice over the 
music, following a third time, with a slight hint of 
annoyance in my voice. 

“Yur, you got the prints? How wide does he want 
the rough opening for his closet door?” 

He turned around and looked at me in the 
blankest way possible when I called his name the 
first two times. Like someone who makes eye 
contact, hearing, but not really listening. Not 
really confused either. More like someone who 
is lost, but not very scared of being lost, if that 
makes any sense. 

He turned back around facing the direction the 
guys were working. No big deal, except I was 
about to tell him he was being rude. I figured he 
had something else he was going to give the guys 
to do, or perhaps giving them something more 
important to do before we moved onto the next 
house. He proceeded to say nothing. 

“Yur!” I called out again, louder this time and 
down a couple more steps, so he couldn’t 
possibility ignore me. 

Another 180 turn, and blank stare, only 
to turn around again with no other vocal 
acknowledgement that I was speaking to him. 
That is when I knew something was up. We had 
only ever talked about it before, but as it was 
only in a past tense, there is nothing that could 
have possibly prepared me for what I realized 
I was just about to witness. I had an “ouh-oh” 
moment thinking, knowing, that something was 
about to hit the fan big time. 

“Did he hear me?” I frantically called to my  
co-worker.

We made brief eye contact, but the poor fella 
merely shrugged his shoulders, and got back to 
whacking away at something with his hammer. 
He apparently was not observing our boss as 
closely as I was in that moment. I walked toward 
Yuri, and I guess my anxiety at that moment must 
have been airborne and contagious or something, 
because one by one, the guys followed, slowly 
forming a circle around Yuri like some dark cult 
while he was standing in front of a recently 
braced off wall. 

By Yasa Pogarch 

I have always had the generalized idea 
of what epilepsy is just as anyone else 
would. Television series vividly showing 
people dramatically gasping for breath 
while foaming at the mouth, writhing 
around in hospital beds uncontrollably, all 
while the heart monitor they are hooked 
up to beeps rapidly in an arrhythmic tune 
of impending catastrophic doom. Loved 
ones looking on with a look of panic 
and helpless horror on their confusion-
struck faces. The reality of meeting 
epilepsy face-to-face was not too far 
from the truth. I had witnessed partial-
focal seizures while volunteering at a 
local hospital, but my first experience 
witnessing a grand-mal tonic-clonic 
seizure was unnerving, to say the least. 

Months before, I had begun working 
for Yuri, an awkward shy man who 
happened to run a construction crew. 
I wanted to gain hands-on experience 
framing residential houses. It was such an 
ordinary day on the site. My co-workers 
were downstairs working on building 
the deck and I was on the second floor. 
I called out to Yuri asking what size the 
headers were on the blueprint after I 
heard him give the guys some direction. 

Yasa, Meet 
Epilepsy ... You 
Two Ought to 
Hate Each Other

Photo courtesy of Yasa Pogarch 
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After what seemed like one of the longest 
minutes of my life, I watched my friend and 
boss quickly bow forward in an awkward, 
sideways jerking fashion between two studs. 
The way his back contracted sideways made 
it look like he was trying to wedge himself 
between two studs with the path of most 
resistance. It looked as though every single 
muscle in his body had gone completely stiff, 
rudely ignoring the misfiring neurons that 
kept screaming signals for his muscles to 
remain calm. Like futilely trying to soothe a 
toddler you had just said “no” to. His jerking 
movements became more rapid and random, 
as every muscle in his body began to contract 
simultaneously. 

We slowly lowered him to the floor, while 
mentally attempting to consistently 
remind our own brains about what we were 
witnessing for the sole sake of sanity. The 
seizures I had only ever heard him talk 
about as though it was a thing of his distant 
past, were now back and unfolding in a 
truly horrifying way. He hopelessly gasped 
for breath, over and over. His body was 
involuntarily convulsing more quickly now, 
as quickly as the individual muscles could 
manage. His eyes, wide open in panic and fear, 
completely unresponsive, as though visually 
seeing demons that the rest of us did not. 
His jaws were clenched together tightly, in a 
universal expression of debilitating kind of 
pain. 

We began to see blood, slowly accumulating 
from the side of his tongue he was biting, 
and spill over into the saliva already heavily 
drooling from his mouth, all the while still 
gasping for breath frantically, as though he 
were violently choking on popcorn, only the 
air had disappeared from his lungs, and all 
he could manage was to move his mouth 
like a goldfish, eyes still popped out and 
body flopping around. The sounds he made 
were grunts, like someone’s body who fell 
flat on their back, knocking the wind out of 
them, repeatedly. Thankfully, one of us had 
the temporary soundness of mind to remove 
his tool belt, filled with nails, several freshly 
bladed knives, and a 20-ounce hammer. 

“There ya go, buddy, that should help you not 
kill yourself for now.” I heard my co-worker CJ 
exasperatedly sigh something like “here we go 
again.” 

Yuri has been living with epilepsy for 15 
years which is a result of a traumatic head 
injury following a car accident in his early 
20s. As I began to date this man who also 
happened to be my best friend, my curiosity 
about the mysteries behind the human brain 

grew deeper. Yet, everything I searched 
for — whether it was comparing the side 
effects behind the common prescriptions or 
the effect that living with epilepsy has on 
relationships — was discouraging, to say the 
least. 

The endless stories I keep reading about 
partners with epilepsy is no less unnerving. 
Most of the posts I read are written by people 
living with partners who have epilepsy and 
experience between one and three episodes 
a year. I have known Yuri for just over a year, 
and he just had his 12th seizure. Yes, in the 
last 365 days! Not complex partial seizures, 
but I am talking full-on grand mal, turning 
blue-in-the-face, tongue-biting, crazy-eyed, 
nightmare-inducing seizures. 

I am not easily scared. But this new enemy of 
mine — this “condition” I am forced to wait 
for in my life — petrifies me. These seizures, 
the things that Yuri calls “side effects” are 
the stuff of nightmares. Yuri basically gets 
to check out of life during these episodes, 
and wake up feeling dazed, with no memory 
of what happened other than he got a quick 
head rush and fell asleep. Meanwhile, I am 
witnessing things that are unspeakably brutal 
on the human body. I am waiting and praying 
for him to wake up, just so he can go back to 
sleep and take a nap after all the seizures. 

It is not his epilepsy. It is 
our epilepsy. It is a show 
run by us.
This thing is no longer just his condition, but 
our condition. It is not his epilepsy. It is our 
epilepsy. It is a show run by us. Only, I do 
not really run the show. I am like the quiet, 
seemingly insignificant coffee assistant who 
lives for the production, but takes no part in 
writing it. I just get to wait to be cued in and 
witness it unfold over time, dealing with the 
consequences. 

Sometimes it feels as if I am alone. There is so 
much put on your shoulders because you feel 
like you always have to be the strong one. You 
have to be the one to drag your loved one out 
of the muddy darkness. You will feel like your 
needs are not being met because how are you 
supposed to allow weakness into your life 
when you are the strong one? 

If you are a caregiver and feel a fraction of 
what I feel every day, get advice, support, and 
guidance. Lord knows, I can use all the help I 
can get. 



GET SEIZURE FIRST 
AID CERTIFIED

6/9/2021           3:00 p.m. ET                   
Seizure First Aid Certification with special emphasis on Men & Epilepsy  

in recognition of Men’s Health Month 

6/22/2021         4:00 p.m. ET                   
Seizure First Aid certification                                   

 
7/8/2021           12:00 p.m. ET                  

Seizure First Aid Certification
 

7/20/2021         8:00 p.m. ET        
Seizure First Aid Certification with a special emphasis on Minority Mental                                                              

Health in recognition of National Minority Mental Health Month                               
 

8/5/2021           4:00 p.m. ET                   
Seizure First Aid Certification

 
8/17/2021          6:00 p.m. ET                   

Seizure First Aid Certification

Sign up at learn.epilepsy.com

Help us reach our goal of certifying 15,000 people by the end of June.  
The organization that registers and gets the most people certified  
will get a feature story in the next issue of Foundation Quarterly.

https://learn.epilepsy.com/
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					     FEATURE STORY

Growing up as a young girl, Nikki Perry always thought she’d get married, have two kids and 
live in a house with a white picket fence. That dream, however, vanished when her son had 
his first seizure and she was unexpectedly immersed into the epilepsy world. Nikki’s 12-year-
old son, Max, has refractory focal epilepsy in his left temporal lobe and is also on the autism 
spectrum.

Max was 18 months old when he was first rushed to the emergency room because of a febrile 
seizure. The doctors performed an EEG which showed everything was normal, and the Perry 
family was told Max would grow out of it. But, in the next two years, he had two more febrile 
seizures. At the age of 4, Max would stare off and his face would get blotchy or pale, but the 
pediatrician didn’t think there was anything wrong with him. While in the emergency room 
at the local children’s hospital, Max had a seizure, was admitted, and an EEG confirmed an 
epilepsy diagnosis. 

“When he was diagnosed, it hurt my soul, I feared for his future and what that would look 
like,” said Nikki. “Your dreams and expectations go away. You start thinking that he is not 
going to be able to do things that other kids do, and you cannot do anything about it. Every 
seizure turns your insides black.” 

Following his diagnosis, Max had hundreds of seizures and was put on a variety of anti-seizure 
medications. He experienced many of the side effects that come with the medications, such 
as erratic behavior, self-harm, and change in taste and smell. At the age of 5, Max had his first 
brain surgery, but the surgery did nothing to control his seizures. 

“His seizures actually became worse,” said Nikki. “He began having them at night and could 
barely function.” The family headed to New York City to see an epilepsy specialist, who 
suggested Max have another brain surgery. “While the second surgery did calm him down, he 
was still not seizure-free. The surgery got him back to baseline.” 

For this Caregiver, Advocating  
for Her Son is Her Passion

When Max entered the first grade, his behavior was 
still erratic, so his family pulled him out of school 
and started intensive Applied Behavior Analysis 
therapy. Nikki resigned from her job so that she  
can be home monitoring the therapy and caring  
for Max.  

Nikki is not just helping Max; she is also helping 
other families. Being an exercise science major 
and having attended law school, Nikki wanted to 
advocate for children. At first, she didn’t know how 
she was going to do it. Her first opportunity came 
in 2015 when she spoke to the Nebraska Legislature 
and shared Max’s story in support of cannabidiol 
(CBD) use for medical purposes. Nikki felt she 
needed to help bring this to Nebraska because 
families were moving out just to get access to CBD 
that could help their child.  

Although, the Perry family tried CBD early on, and 
then later hist doctor put Max on a medication 
cleared by the U.S. Food & Drug Administration, 
neither medical cannabis nor the CBD-derived 
treatment worked. Just like other medications he 
had tried, Max did not achieve full seizure control. 
But Nikki hasn’t given up and continues to fight for 
her son and others with epilepsy.

Pictured: Nikki (right) with Max. Photo courtesy of the Perry Family 



https://epilepsy.com/volunteer
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An interview with NFL Baltimore Ravens Cornerback, Iman Marshall, about his brother’s epilepsy journey. 

Behind the Curtain: An NFL Player  
and His Family’s eJourney

FQ: How long has your brother lived with 
epilepsy?  

IM:  Maison has had epilepsy his entire life. His 
first seizure appeared two days after he was 
born. We were getting discharged from the 
hospital when we noticed Maison had become 
stiff, his eye was deviating to the right and 
his eyelid was fluttering. He was diagnosed 
with intractable epilepsy with complex partial 
seizures. After four years of countless anti-
seizure medications, he is now solely on one 
medication.

FQ. How has Maison and your family been 
able to overcome challenges brought on by 
epilepsy? 

IM: Maison has overcome many obstacles at 
the tender age of 8, despite having global 
developmental delay and cerebral palsy 
because of early-onset seizures. Some 
of the challenges include his inability to 
communicate and do common things that we 
take for granted, such as eating. Together 
with his wonderful mother, Alise, who works 
in the hospital as a nurse, Grandma Gwen, and 
the help of other family members, we have 

created a loving and caring environment for 
him to grow.  
 
FQ: As a family member of someone living 
with epilepsy, what would you like others to 
know about going through this journey with 
your brother? 

IM: It is a journey that you should not be sad 
about. You should embrace and look at this as 
an opportunity to bring awareness to those 
who do not understand what is going on. Our 
perception of any given situation shapes our 
reality, so look at this as a new way to be a 
better, more caring, and loving person. 

FQ: You are a great advocate for your 
brother. What are some things you are doing 
to help him along in this journey? 

IM: I am using my platform to spread 
awareness as well as being as supportive as 
I can be when called on. My father and my 
brother ’s mother have done an amazing job 
providing a loving and caring environment 
that’s best suitable for him. 

COVER STORY

Photo courtesy of Iman Marshall



https://learn.epilepsy.com/
https://epilepsy.com/streamforepilepsy
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Epilepsy Foundation 
Central & South Texas 
Awarded $330,000 in 
Grants 
Epilepsy Foundation Central & South 
Texas (EFCST) was able to endure and 
rapidly respond to the financial crisis 
brought on by the COVID-19 pandemic by 
redirecting their efforts to grant writing. 
As a result, EFCST received more than 
$200,000 in COVID relief funds and 
another $130,000 for general operations 
that were immediately applied to all 79 
counties served by EFCST. In addition, 
EFCST submitted its first ever application 
for a grant from the Centers for Disease 
Control & Prevention to expand services to 
the entire state of Texas.

In addition to grant writing, EFCST hosted 
a virtual conference — Epilepsy Training 
for Behavioral Health Professionals— 
comprised of a highly diverse and 
accomplished panel of speakers and 
participation from more than 100 attendees 
internationally, as well as a Young Adults 
Retreat in March which even included the 
participation of Torres, a service dog who 
also has epilepsy. Central Texas Manager, 
Mary Saldivar, conducted the Epilepsy 
Foundation’s first-ever Seizure Recognition 
& First Aid Certification Training in Spanish. 
EFCST is proud that their resiliency got 
them through the worst year ever imagined 
and thrilled to continue providing services 
to the epilepsy community in Texas.

IN YOUR COMMUNITY

Young adults with epilepsy from across EFCST’s 
service area attended the first EFCST Young 
Adult Retreat in March 2021. Photo courtesy: 
Epilepsy Foundation Central & South Texas

Epilepsy Foundation 
of San Diego’s Annual 
Gala Raises $192,000

The Epilepsy Foundation of San Diego 
County reimagined the 27-year tradition 
of the Gingerbread City Gala into a 
family-oriented and socially distanced 
Gingerbread City Drive-Through 
event this past December. The multi-
generational affair raised $192,000 to 
support free programs and services 
offered to the 50,000 people in San 
Diego living with epilepsy. More than 
350 cars and 1,000 attendees got into 
the holiday spirit as they experienced 
some of the most unique, fun and fanciful 
gingerbread houses, celebrating one of 
San Diego’s beloved holiday traditions 
in a unique format.  Family-friendly 
entertainment livened up the experience 
including performances from the local 
Nutcracker ballet, a magician, and the 
Grinch who delighted attendees along 
the route. Sponsors and high-level 
ticket holders were treated to a VIP 
experience including a take-home wine 
and cheese platter and pictures with 
Santa. The event highlighted the theme 
“Holidays Around the World,” featuring 
gingerbread structures that celebrated 
various cultures and holiday traditions 
from around the globe. The Epilepsy 
Foundation of San Diego was determined 
to keep the magic of Gingerbread City 
alive. 

Photo courtesy: Epilepsy Foundation San Diego
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Epilepsy Foundation Alabama Celebrates  
50th Anniversary
Epilepsy Foundation Alabama celebrated its 
50th anniversary this past January 26 with 
a livestreamed virtual birthday party that 
raised close to $30,000. The date was chosen 
to represent the 1 in 26 people that will 
develop epilepsy at some point in their lives. 
The livestreamed focused on cherishing the 
nonprofit’s history in the state, celebrating the 
milestone anniversary, and highlighting current 
work the chapter is doing to walk alongside 
those in Alabama going through their epilepsy 
journeys. 

IN YOUR COMMUNITY

Epilepsy Foundation 
Kids Crew Member 
Featured in Mississippi 
Local TV

Epilepsy Foundation 
in Louisiana 
Launches Community 
Engagement Board
The Epilepsy Foundation recently 
launched a Community Engagement 
Board in Louisiana. Board members 
include caregivers of those with epilepsy, 
physicians from LSU, people living with 
epilepsy, and those that work in public 
policy. The board in Louisiana is excited 
to begin working with the Epilepsy 
Foundation to spread awareness of seizure 
first aid certification, other education 
programs, and advocacy initiatives.

To celebrate International Epilepsy Day 
on February 8, WJTV-TV (CBS Crystal 
Springs affiliate) featured Kids Crew 
World Changer Claire Pecot. Claire is from 
Crystal Springs and has been wrestling 
with epilepsy for eight years. While it’s 
been an uphill battle, she has used her 
struggles to empower herself and other 
children to join her in the fight. She 
worked hard to earn every Kids Crew pin in 
2020, which she accomplished, making her 
the first and only Kids Crew “2020 World 
Changer” from Mississippi. But, that’s not 
all she has accomplished. Claire recently 
had an EEG which did not show any more 
signs of epilepsy; she is now working with 
her medical team to ween off her anti-
seizure medication. 
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Words from our community

“Having a child with a 
rare form of epilepsy has 
been life changing. It has 
presented challenges, 
fears, but most of all, 
newfound strength.”  
- Deavin Arnold-Hadley, 
Parent of a child  



 
The mission of the Epilepsy Foundation  

is to lead the fight to overcome  
the challenges of living with epilepsy  

and to accelerate therapies  
to stop seizures, find cures, and save lives. 

 
 

Learn more at epilepsy.com 

https://epilepsy.com/

